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A word from the Chair 


Mike Smith 


Since the last issue of Independently NCIL has 
had its AGM and conference in Birmingham. 
| Although attendance was down on last year, 
A\Y one advantage of moving away from the capital 


A AN , was that we got to see some different faces and 

\\ \ AN" organisations. It was good to meet with you all. 
Our AGM agreed some important changes to our 
memorandum and articles of association which will 
ensure that we have continuity of involvement on our 
board and that NCIL is always led by disabled people, 
no matter who resigns from the board. A new member 
to the board, Jamie Renton from Action of Disability 
Kensington and Chelsea, was elected and Jim Elder- 
Woodward from the Scottish Personal Assistants 
Employers Network was re-elected. We still have three 


vacancies on the board so if any of you are interested in 
becoming a trustee of NCIL please get in touch with me. 


The board also recommended another amendment to 
our constitution about expelling members who act in 

a prejudicial way against NCIL or one of its members 

in carrying out its role. This attracted plenty of debate 
about whether it was right for a member to be able to 
tender for a contract being delivered by another member. 
The amendment was not passed but | feel sure this is a 
subject we will have much more discussion about in the 
coming months. Please let us know what your views are. 


The conference was lively with presentations and 
discussions on Putting People First social care 
transformation, personal health budgets, the Right 
to Control trailblazers and the Green Paper on the 
future of adult social care. | know many members 
feel that although all these initiatives are positive 
in themselves, there is danger that disabled people 
and our organisations are not adequately involved. 
At NCIL we will do our best to keep you informed 
of what is happening nationally. Please let us 
know what is happening in your area so that we 
can take your issues up at the national level. 


This next year will certainly be interesting as we try to 
hold our heads above the recession waters. Over the 
last few months a number of new staff have joined NCIL 
and | am pleased to say we are starting to see the results 
of their skills, your new look Independently being just 
one example. There are lots of new initiatives in the 
pipeline which | hope will benefit all our members. 


Personally this next year will be interesting for 
me as | take up my role as a Commissioner of 
the Equality and Human Rights Commission and 
Chair of the Disability Committee. | have a hard 
act to follow in Jane but | intend to make every 
effort to build on the good work she has done. 


Finally | wish you all seasonal good 
cheer and a happy New Year! 


Mike Smith 


Chair 


News and Notices 


E-Bulletin - call 
for submissions 


If you are on our e-bulletin 
mailing list you will already 
know that it is the best way to 
keep abreast of developments 
in our organisation and in 
others around the country. The 
bulletin comes out fortnightly 
and we do not use the mailing 
list for anything else. 


To contribute, or to receive 
the bulletin, contact Naomi 
at webcontent@ncil.org.uk 
or call on 0207 587 3991. 


Guide Dog Age 
Restriction Removed 


In a bid to overcome the isolation and 
bullying that, according to the Guide 
Dog Association, many blind children 
experience, the age limit for owning 

a guide dog has been removed. This 
means that guide dogs will now be 
trained to help blind and partially- 
sighted children under the age of 16 
as well as adults. The Guide Dog 
Association hopes that this will help 
visually impaired youngsters gain 
independence and self-confidence. 


DSA Shambles 


The government has 
launched an official 
enquiry into the reasons 
behind the delay in 
allocating the Disabled 
Student Allowance. Just 
20% of applicants for the 
DSA have been cleared 
to receive funds, and 
although the Student 
Loans Company claims 
to have doubled the size 
of the team working 

on allocating DSAs, 
some claim it could 

take up to 75 weeks 

to clear the backlog. 


Groundbreaking TV? - Cast Offs 


It is pretty unlikely that the massive publicity 
effort that has gone into Channel 4’s new 
spoof reality show has passed you by, but for 
any cave-dwelling folk out there here is the 
outline: Cast Offs is a black comedy in which 
a group of disabled people are stranded on an 
island in a parody of Survivor-style reality TV. 
The six main actors all have the disabilities 
that their characters do, and two of the three 
writers of the show are also disabled. Though 
there is progress in how disabled people are 
portrayed in popular media, this show is being 
heralded as a groundbreaking step forward. 


Cast Offs was shown on Channel 4 and is 


available to see online on Channel 4 on 
Demand at www.channel4.comprogrammes/4od 
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Direct Payments for 
Healthcare - A Consultation 


A new consultation aims to inform personal health budgets... 
Bernd Sass clarifies the proposals and calls for feedback 


There is a new consultation out to inform personal 
health budgets, the equivalent to individual budgets in 
social care. Any views you may have, however brief, 
would be appreciated. The deadline is January 4th, 
so please send responses by the end of the year. 


At first glance, this consultation may seem 
like a welcome extension of personalisation 
from social care to the health sector. 


The consultation proposes to replicate and “mirror” Direct 
Payments in social care within health “wherever appropriate”, 
in order to promote “integration of care”. Accordingly, 
“direct payments could be used in flexible, innovative 

ways to meet agreed health outcomes”. The counterpart to 
Adult Social Care departments introducing and overseeing 
direct payments would be Primary Care Trusts (PCTs). 


“Direct payments will be one way of delivering a personal 
health budget. They would involve giving money to 
individuals to allow them to buy their own health care in 
line with an agreed care plan... Regulations would govern 
how direct payments work.... this document sets out what 
we propose to include in regulations and guidance.” 


However, the proposals come with considerably 
greater restrictions than those in social care. It is not 
the social model of disability that is applied here, but 
any proposed change is undermined by the medical 
model. This is a severe drawback that could impact 
adversely on our achievements in social care. 


Key proposals 


Nothing will change in terms of available services 


Direct payments could be spent on any 
services as long as they are legal and 


appropriate for government to fund. 


The guidance specifies this by examples to be further determined by 
local policies, e.g. physiotherapy, respite care and transport, which are 
all existing available services. 


Any service... should meet all the 

66 regulatory requirements that it would 
need to meet if it was procured by 
traditional means. 


In combination with the above, this does not address how services 
or types of support could evolve that are innovative and meet all 
the regulatory requirements. Effectively, people would have to rely 
on the same services as before and there would be no choice and 
control whatsoever. ‘Innovative’ provider markets cannot emerge 
under these conditions. 


The guidance would outline good practice 
for PCTs and local authorities working 
together to deliver more integrated care. 


As with similar guidance before, there is still no obligation 
to cooperate, which causes many problems in implementing 
care plans across health and social care and support. >> 


>> Direct Payments for Healthcare Consultation continued... 


Regulations could define circumstances 
where a PCT could fully discharge 

its legal obligations to a person 
providing a direct payment. 


This needs explanation as it could frighten people. 


policies, eg NICE guidance, ... people 
would not be allowed to top them up. 
PCTs can decide (but have to publish 
reasoning) not to make any services 

available under direct payments. 


66 Direct payments do not supersede other 


One such suggested reasoning is that “to do so could be too expensive”. 
This undermines any clout that the rhetoric of the consultation might 
otherwise suggest, as most new services could in the first instance not 
compete solely on the basis of cost. 


Greater restrictions on employing Personal Assistants 
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where necessary (CRB checks) in line 
with existing legal requirements. 


6 Staff should be vetted and checked 


There is no such obligation on councils in relation to anyone 
employed by a disabled individual under direct payments as long 

as they possess capacity. Also, the consultation does not draw 

any conclusions as to how to go about CRB checks that indicate 
problems. The individual would not even have a right to evaluate the 
information from the CRB check and make an informed decision 

for themselves; this would be within the remit of the PCT. 


This would severely limit the pool of available personal assistants. 


Before agreeing a care plan, PCTs have 
to give reasonable considerations to: 


Regulations 


e If the individual wants to employ someone 
directly, “are they able to properly meet 
their obligations as employers”. This is a 
paradox as it should be PCTs who would 
have to ensure that individuals have the 
corresponding abilities. This means that 
PCTs could object to direct payments on 
the grounds of their own shortcomings. 


Whether the services and employees 
are, where required, registered with the 
relevant organisations for example the 
Care Quality Commission (and have the 
necessary professional qualifications, 
section 3.3). PCTs could gather this 
information themselves or request that 
this information is gathered by the person 
receiving the direct payment (in which 
case the PCT must satisfy themselves 
that the results are satisfactory). 


Guidance in respect of the Safeguarding 
Vulnerable Groups Act 2006 


e Whether it would be appropriate to require 
vetting of friends or family members 
providing care. 


All this describes considerations but leaves it entirely to 
PCTs how they want to put them into practice. >> 


>> Direct Payments for Healthcare Consultation continued... 


Regulations would require PCTs to 
consider whether there is appropriate 


indemnity cover before they agree 
to the making of a direct payment. 


Tougher regulation in terms of reporting 
on spending and health status 


Because health care involves greater 

66 risks, [the consultation] proposes to be 
more prescriptive in requiring patients 
to provide information to the PCT. 


People would face tougher requirements in relation to providing 
information to PCTs than they face in relation to councils in 
areas including spending and changes in their health condition. 
However, these areas have not been further specified as yet. 
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As before with councils, PCTs are to be established 
as regulators of disabled people’s independent 
living opportunities, when the whole idea of 
personalisation is to shift power to the people away 
from established regimes: Putting People First. 


This paternalistic approach could cause repercussions 
in current regulations and guidance for DPs in social 
care. One such effect would be, as suggested informally, 
that local authorities should withdraw DPs if they found 
that employers have harassed or discriminated against 
personal assistants, even though this would be covered 
by employment rights as for every other employee. 


Do you have an opinion on this that you want 
to be taken into account? No matter how brief, 
any response would be appreciated. 


Please e-mail Bernd Sass at 
policy@ncil.org.uk or call on 020 7587 1663 
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Regional Networking Events 


Ben Hockliffe 


Regional networking events for user led organisations 
are taking place over the coming months, co-sponsored 
by NCIL and the local government offices. 


The first event for the London region took place 
on November 16th, at which representatives from 
18 user led organisations were present. See the 
programme for the day on the page opposite. 


The event was also a great way for representatives 
of ULOs to come together to share information 
and expertise and explore areas of collaborative 
working. Full details of the event will be produced 
soon and sent to those who attended. 


Events will be taking place in the other regions 
between January and March 2010. The first of 
these is for the West Midlands, which is taking 
place on January 14th in Birmingham. 


TALKS _ User Led Organisations — what’s 
in it for disabled people? 


Sue Bott, Director, National Centre 
for Independent Living 


Department of Health User 
Led Organisations Project 


John Evans, ULO Consultant, 
Department of Health 


Being an inclusive user 
led organisation 


Sian Vasey, Ealing Centre for 
Independent Living 


What’s happening in the 
London region? 


Neil Nerva, London Social Care 
Transformation Programme Manager 


WORKSHOPS _ Models of ULOs 


How different organisations form 
from different beginnings 


Personalisation 


Why ULOs are such a critical factor in 
the move towards personalisation 


If you would like more details of this or other regional events, please 
contact Ben Hockliffe at communications@ncil.org.uk or on 0207 587 3986 
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Questions about Quality... 


Ben Hockliffe explores what impact recognised qualifications for 
Direct Payment advisors could have 
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Here at NCIL we sometimes get asked about qualifications 
for Direct Payment Advisors or care brokers. Some 
consider that people offering advice or guidance in 

these capacities should be adequately trained and 
approved by receiving a recognised qualification. 


The independent living movement is generally wary 
of such things. Direct payments advice or brokerage 
is often best served through peer support; that is, 
through disabled people who have been through 

the process themselves. To introduce qualifications 
to this area would be to add yet another layer of 
bureaucracy into an already over-bureaucratised 
industry, and restrict individuals accessing advice 
and guidance through their preferred choice. 


User led groups who provide advice for direct payments 
users or who offer brokerage will sign up to a code of 
quality assurance which is transparent and which should 
guarantee the overall quality of the service provided. 

We know that many of our member organisations 
already sign up to quality standards such as ISO 900. 


NCIL has also been asked by some of its members to 
work with member organisations in drawing up quality 
assurance systems that centres for independent living 
and disabled peoples’ organisations can sign up to. 


Do you think that quality standards specifically aimed 
at CIL’s would be useful or an added burden? 


Any comments to communications@ncil.org.uk 
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Skills for Care Survey 


Skills for Care is funding a research project into relationships 
between employers and PAs. Can you help? 


As part of Skills for Care’s New Types of Worker project, 
a survey is being carried out with the aim of identifying 
what is important to disabled people when employing 
and retaining staff. The survey will also explore the 
issues that employers of Personal Assistants need to 
accept and recognise in order to maintain a positive 
working relationship and decrease staff turnover, 

while ensuring that the disabled person is in control. 


Reshma Patel, the researcher , has 10 years of 
experience employing PAs and 8 years of experience 
working with disabled people, and is still “learning 
how” to create effective working relationships. 


Meetings were held in Birmingham, Peterborough 
and Greenwich where people employing PAs, 
carers or support workers came together to share 
their experiences of being employers. These focus 
groups helped inform the content of the survey. 


If you employ a PA, a carer or a support worker you 
are invited to complete this survey. Or if you manage 
a PA or receive direct payments or an individual 
budget on behalf of someone the New Types of 
Worker project would like to hear your opinion. 
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You can complete the survey on line at 


https://www.surveymonkey.com/s/M8YTK7W 


or if you would rather have the survey in a different 
format, or would like to complete the survey by 
telephone interview, please contact Reshma Patel on 
0778 754 7466 or email paresearch@hotmail.co.uk or 
call Victoria Garnett at Skills for Care on 0113 241 1218 
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Spotlight On... 


Richmond and Kingston M.E. Group 


www.richmondandkingstonmegroup.org.uk 
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We are a self-help group supporting and 

providing information to people with ME (Myalgic 
Encephalomyelitis) in Richmond and Kingston and 

the surrounding areas. Our current membership is 
around 110 people. We aim to reduce the isolation 
experienced by people with ME, particularly those 
severely affected, through a newsletter, a telephone 
helpline, and an email chat group. For the less severely 
affected we also hold regular coffee mornings. 


We are involved in publicising ME, and in campaigning for 
better local health and social care services and have been 
working with one of our local MPs to further this aim. In 
particular there is an unmet need for ME specialist health 
professionals to provide domiciliary services, based in 
the community, for the severely ill. To further this work 
we are currently carrying out a survey of our members 

to provide much needed data on their specific needs. 


ME, also known as chronic fatigue syndrome, can 
affect anyone at any age and from any ethnic group. 
The illness is defined by the World Health Organisation 
as a neurological condition (ICD G93.3). There are 

an estimated 1300 people with the people with ME in 


the London Boroughs of Richmond and Kingston of 
whom 25% are likely to be so severely affected they are 
housebound or bedbound and in need of social care 
and support. 77% of adults affected have lost their 
job. Common symptoms include abnormal debilitating 
fatigue, an extreme exhaustion-response to exertion 
and long recovery times of days or weeks. People with 
ME still face ignorance and prejudice but are merely 
asking for parity with other long term conditions. 


People with very severe ME are bedbound in darkened 
rooms with difficulty with swallowing, moving, speaking 
and with ongoing extreme pain including multi-joint 
pain and severe headaches. Noise, light and movement 
can all contribute to sensory overload as the brain tries 
to analyse each and every sound, rather than ignoring 
repeated sounds as normal. For people with severe 
ME, sitting up, answering questions, digesting and 
going to the toilet can all be over activity. Rest is the 
cornerstone to stabilising the condition and any chance 
of improvement. Even very minor activity must be 
punctuated with rest periods. Non-ME carers are trained 
to encourage the client do as much as possible for 
themselves, but this can be disastrous for >> 
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>> Spotlight on Richmond and Kingston M.E. Group continued... 


someone with ME leading to increased disability. 
People with ME are the only ones who know where 
their limitations lie and how much they can do without 
exacerbating their symptoms. 


Thus living with ME can present many difficulties. 
Only the less severely affected are able to make 
coffee mornings or publicity events as in the 
photos, and although we often look well on the 
day we may pay dearly for it afterwards in pain 
and fatigue. This is the experience of one of our 
members living with moderate/severe ME: 


As an older, single woman, even on one of my best 
days, living on my own presents daily challenges 
and keeps me almost housebound... | have become 
increasingly sensitive to light, sound, chemicals and 
certain foods. My ability to talk in a conversation or 
use the phone is limited to about quarter of an hour. 


For me almost-daily support funded by Direct Payments 
is my lifeline. Outwardly to onlookers | may appear 
relatively well. So, maintaining the right working 
relationship with helpers or PAs is difficult as they don’t 
realise just how ill | am nor how much rest and quiet | 
need. Employing PAs for as little as 1 hour, the amount I 
can cope with, is hard. When they work in my flat, some 
carers do not like having to refrain from using perfumed 
products, such as handcream and soap, before they visit 
me. It is difficult finding good English speakers able to 
work relatively unsupervised from a written list, who can 
be depended upon to be reliable. However, such a person 
when found, can be like arms, legs and voice for me! 
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M.E. CONTACTS 


Richmond and Kingston ME Group 
We offer support to those living with ME in the Richmond and Kinston areas 


www.richmondandkingstonmegroup.org.uk 
skip812-rkmegroup@yahoo.co.uk 
07984 860 309 


ME Association 
The ME Association provides a list of other local support groups 


www.meassociation.org.uk 


ME Connect 


The ME Association’s information and support service 
0844 576 5326 


25% ME Group 


25% ME Group provides a national voice for people severely affected by ME 


01292 318 611 
www.25megroup.org 


Tymes Trust 
A national service for children and young people with ME and their families 


0845 003 9002 
www.tymestrust.org 


Would you like Spotlight on... to feature your organisation? Please contact 
Ben Hockliffe at communications@ncil.org.uk or on 0207 587 3986 
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Employers of PAs Beware! 


Employers of PAs could face penalties of up to £10 000 if found 
employing illegal workers 
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If you are employing an illegal worker as a PA you 
could find yourself paying a fine of up to £10,000. Itis 
a criminal offence to knowingly employ someone who 
does not have the right to live and work in the UK. It is 
the legal responsibility of employers to check whether 
employees have the right to work in the UK, and failure 
to do so could result in a civil penalty for employers. 


So how can you stop yourself from falling foul of 

this piece of legislation? If your PA is found to be 

an illegal worker, you will only be excused from a 

fine if you have carried out specific checks on their 
documents. Check the information opposite carefully 
to ensure that you are will not find yourself paying 

a hefty fine for non-compliance to the rules. 


> Treat all employees the same 


Don’t discriminate on the grounds of race, colour, 
ethnic or national origin, and don’t assume somebody 
does or doesn’t have the right to work in the UK. 
Unless you check, you won’t know. Perform the same 
check for anyone you are considering employing. 


> Ask to see documents 


For a full list of documents you may be presented 
with, see www.ukba.homeoffice.gov.uk/employers/. 
Ask to see the originals of these documents and 
remember to take copies and keep them for 2 years 
after your PA has finished working for you. 


> Be vigilant 
Check the documents properly. Make sure photographs 
match the appearance of your PA, dates of birth tally with 
how old they look, details are consistent across different 
documents and expiry dates have not passed. If you are 
given two documents with different names, ask to see 
further documentation to explain the reason for this (for 
example a marriage certificate). Satisfy yourself that 
the documents you are shown are valid and genuine. 


> Follow up 


If your PA only has a temporary right to work in the UK, 
you will need to check their documents every 12 months. 


If you would like to read more about this issue, you can 
check the UK Border Agency website at 
http://www.ukba.homeoffice.gov.uk/employers/ 

or you can call their helpline at 0845 010 6677 
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Assisted Suicide and Assisted 
Dying: the NCIL View 


Sue Bott 
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Since its formation in 2006 NCIL has supported Not 
Dead Yet UK Network to oppose moves to legalise 
assisted suicide, assisted dying and euthanasia. Not 
Yet Dead UK is affiliated to a similar organisation 

in the U.S. Neither organisation is based on any 
common faith or religious base but represent 
disabled people of all impairments coming together 
to oppose the well orchestrated campaigns aimed 

at legalising various forms of euthanasia. 


The UK parliament has twice decided that it has 

no wish to change the current law which prohibits 
assisted suicide, assisted dying and euthanasia. 
Campaigners for a change in the law have repeatedly 
tried to narrow the criteria for those potentially eligible 
to make use of a change in the law. They have tried 

to find a formula that will be acceptable for a person’s 
life to be legally prematurely ended. If they win this 
battle then it will be far easier to argue that others 
should also have their lives prematurely ended. 


Campaigners for euthanasia are going further. They are 
trying to change the law by the back door by creating 
the impression that those who assist in a suicide will 

be immune from prosecution. By doing this they seek 
to undermine the law to such an extent that Parliament 
will feel obliged to change the law anyway. The case of 
Purdy v. the Director of Public Prosecutions illustrates 
this. Whilst the case concerns an individual, we see 

it as having far reaching implications in seeking to 


invalidate the current law by highlighting a lack of 
enforcement and legitimising the status quo of not 
prosecuting those who assist another person to die. 


This is taking place at a time when many people are 
fearful of the future as social care deteriorates leading to 
a loss of independence, dignity and self determination. 
These fears play into the hands of those arguing for 
assisted suicide. It is compounded by a general lack 

of understanding of disability and terminal illness. 


Following a request from the Law Lords the Director 
of Public Prosecutions has issued interim guidance 
on the circumstances under which prosecutions will 
be brought in cases of assisted suicide and assisted 
dying. In its response to these guidelines Not Dead Yet 
are arguing that the final guidance should restate the 
law as it is and make it clear that in principle anyone 
assisting another person to commit suicide should 

be prosecuted. Naturally anyone so prosecuted 

will be able to argue their case in open court and no 
doubt in some circumstances courts will take a lenient 
view. This would be much better than the present 
situation where cases are not prosecuted for reasons 
that are unknown. In law the DPP has the discretion 
not to prosecute and this should continue in some 
exceptional cases but this should not be the general 
rule which it has tended to become in recent years. 


Agree? Disagree? To let us know what you think, 
or for more information about Not Dead Yet, please 
contact NCIL. 
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Independent living insurance policy 


At Fish, we offer two levels of cover for those taking 
advantage of direct payments (Independent living) to choose 
and control their own support, or fund their support/care 
privately, so they can enjoy independent living. Whilst direct 
payments provide welcome freedom and choice, they also 
bring responsibilities and potential liabilities as personal 
and care assistants are directly employed. You must by law, 
whether you receive direct payments or employ someone 
using your own funds, have employer's liability insurance. 


Such obligations may have in the past put off some disabled 
& older people from benefitting from direct payments and 
enjoying greater control of their lives. Our full cover policy is 
designed to ease such concerns by providing not just extended 
insurance cover but access to a 24-hour employment law 
advice line to help you prevent or professionally manage 
any disputes. Staffed by qualified employment law advisors 
this will give you immediate access to advice on issues 
such as disciplinary matters, dismissal, absenteeism, health 
and safety regulations, change of duties and harassment. 
In addition, should an employment dispute reach court or 
tribunal, the policy will cover legal costs to resist and defend 
a case and awards which may be made against you for 
unfair dismissal or discrimination, 


If you do not have experience as an employer we strongly 
recommend you take our full cover insurance. You may also 
want to contact your local direct payment support service. 


The table opposite provides a simple comparison between 
the two levels of cover: 


Basic Cover Full Cover 


Section 1 

a os 
Section 2 

[Personal Accident =| x | 
[Personal Accident ofEmployee| x || V 
iz 
a oyee 

JAdditional Expenses | x | 
|Infidelity ofEmployee | = x | SC 
JEmployment Tribunal Costs | x | 


ae -— _|_+ 
aon 3 

px | + 
pox | 


v 


ee Awards 
ensation 


= Hour Employmen 
Advice Line 


Access to Web Service 


FREEPHONE 0500 432141 or visit our website www.fishinsurance.co.uk 


INSURING YOUR INDEPENDENCE (ec) 


*All premiuns inclede IPT at the appropriate rate. werw.fishinsurence.© 
Telephore colls may be menaceed ce recorded for secur fy indied ineng purposes Fish | 


uk. Mosday Friday 9,005.00. Fish Administration is cuthorised asd regulated by the Financial Services Authority 
inwronce is o toding style of Fish Administation Lid. Registered in Engiond No. 4214119 


National Centre for 
Independent Living 


If you would like your article to be included in the next issue 
of Independently, please submit it to 
webcontent@ncil.org.uk by February 12th, 2010 


